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3 
Sharing bad news of a lung cancer 
5 
6 diagnosis: Understanding through 
8 Communication Privacy Management 
11 Theory. 
12    
13 
14 
15 Abstract 
16 Objective: To understand the process of information disclosure and privacy as   patients 
18 share their news of lung cancer with significant  others. 
19 
20 Methods:  Twenty patients with lung cancer and 17 family members/friends   accompanying 
21 them at diagnosis-giving completed either individual or dyad semi-structured interviews. 
22 
23 Initial thematic analysis, then Petronio’s Communication Privacy Management theory was 
24 used to inform interpretation. 
25 
26 Results: Patients described a sense of ownership of the news of their cancer and   sought 
27 control of how, when and with whom it was shared. Family members expressed a need to 
28 
29 follow the patients’ rules in sharing this news which limited their own support systems. 
30 Patients and family members had to live within the relational communication boundaries in 
31 order to maintain their trusting relationship and avoid potential disruptions. 
32 
33 Conclusion: Patients as individuals are strongly interlinked with significant others    which 
34 
35 impacts on their experience of disclosing private information. This shapes their psychological 
36 processes and outcomes impacting on their illness experience. This should be considered 
37 when developing interventions to support patients with sharing bad news. 
38 
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1 
2 
3 Background 
4 Communication in lung cancer diagnosis-giving impacts very many people: there were nearly 
5 
6 1.83 million new cases of lung cancer worldwide in 2012 [1]. It is the second most common 
7 cancer in the UK: daily around 120 people were diagnosed in 2012 [1]. Patients often present 
8 at an advanced stage when there are fewer treatment options [2]. As a result of late diagnosis 
9 
10 disease progression is rapid, increasing symptom burden and distress compared to other 
11 cancers [3] and with greater psychological health challenges [4]. 
12 
13 In the past two decades there has been a plethora of research on how clinicians break bad 
14 news to patients [5-7], leading to publication of guidelines and recommendations for breaking 
15 bad news [8]. However we found little research on the subsequent process, which we have 
17 termed Sharing Bad News, when patients go home and relate news they have received about 
18 their diagnosis to adult family, friends and work colleagues and how they can be supported 
19 with this process. 
20 
21 
Within the adult population, the absence of research into how families and   friends 
22 
23 communicate about cancer has been noted [9]. We identified studies that focussed on 
24 communication in couples [10-13] and with wider family [14-15], however we found none 
25 addressed the specific process of sharing bad news with significant others. Nor are the 
26 practicalities of sharing bad news evident in the literature on disclosure of a cancer diagnosis, 
28 which focuses on issues such as the meanings that the disclosure conversations reveal [16], 
29 needs at diagnosis and reactions perceived in others [17], or on the decision to ‘disclose’ as 
30 opposed to how news is shared [18]. However, telling family and friends about their 
31 
32 diagnosis is reported as one of the hardest aspects of having cancer   [18]. 
33 
34 Thus in summary, despite an extensive literature search of clinical research as well as 
35 literature on spousal and family communication in cancer we found a dearth of studies on 
36 how patients with cancer tell adult significant others about their diagnosis ie, on sharing bad 
37 
38 news. 
39 
40 This article reports a component of a health services research study which investigated 
41 patients’ experiences of sharing news of a lung cancer diagnosis in order to develop an 
42 intervention for healthcare professionals to support patient with sharing bad news [19]. To 
43 further inform intervention development, we also examined the communication process 
44 
45 taking place between patients and those with whom they shared bad news, using the context 
46 of Communication Privacy Management (CPM). Within health, questions of privacy are 
47 becoming more pertinent with medical advances [20], as people struggle with how to share 
48 
49 information or with self-disclosure. CPM provides a comprehensive view of sharing private 
50 information, considering not only how individuals make decisions about how much 
51 information about themselves to share with others but also how much to withhold [21]. (Box 
52 1 below describes CPM). The objective of this article is to understand the process of 
53 
54 disclosure and privacy when sharing news of lung  cancer. 
55 
56 [insert box 1 here] 
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1 
2 
3 Methods 
4 A qualitative research design used interviews with patients with a lung cancer diagnosis and 
5 
6 family members/friends accompanying them to diagnosis-giving   consultations. 
7 
8 The study received ethics approval from NRES Committee East of England-Hertfordshire 
9 (Reference Number 11/EE/0440). Written informed consent was obtained from all 
10 participants. 
11 
12 
Recruitment  and sample 
14 The study was conducted in an East of England Regional Thoracic Oncology Unit. Patients 
15 were recruited from lung cancer clinics (February-October 2012). Inclusion criteria were: a 
16 diagnosis of lung cancer, not eligible for potentially curative surgery, ≥ 18 years of age and 
17 
18 able to give informed consent. Patients from all  palliative pathways were included: 
19 palliative chemotherapy, palliative radiotherapy and supportive care. 
20 
21 Patients attending treatment and follow-up clinics were identified by clinical nurse specialists 
22 (CNSs), who gave eligible participants a recruitment pack containing an invitation letter , 
23 information leaflet, a reply form and freepost envelope to reply directly to the research team. 
25 The researcher then contacted patients to answer any questions and make an appointment for 
26 interview. Patients were asked if they had an accompanying person (AP) at diagnosis or 
27 oncology clinic consultations and whether they would be willing for the researchers to 
28 
29 contact them. If the patient agreed, a similar recruitment pack was sent to the AP. Non 
30 responding patients were followed up by CNSs within four weeks to enquire whether they 
31 needed any further information. Due to ethical requirements the research team were not 
32 allowed access to any background information of non-responders. 
33 
34 
Participants 
35 
36 Twenty patients and 17 accompanying persons (total N = 37) took part in interviews. 
37 Nineteen patients had non-curable lung cancer and one patient was having a potentially 
38 curative therapy (self-reported and verified by attending clinician). One patient had two APs 
39 who took part, two patients did not have an AP, and two had a spouse who could not 
41 participate in the study due to time constraints. One patient had a daughter as an AP, two 
42 patients had their sons, one had a sister and work colleague, and 12 had their spouse 
43 participate in the study as an AP. The median age of the patient sample was 67.5 years; (14 
44 
45 Male, 6 Female). Age was not recorded for the APs; (12 Female, 5   Male). 
46 
47 Data collection 
48 Open semi-structured interviews were conducted in the participant’s place of choice, usually 
49 their home by two of the authors (GE/NN), both experienced in conducting interviews of a 
50 
51 sensitive nature. The topic guide was informed by pilot work with users who had experience of 
52 sharing bad news and with clinicians. A conversational approach was taken in interviews, 
53 allowing participants to respond in their own words to broad questions about their 
54 experiences of (1) receiving diagnosis news (including the context in which they received the 55 
56 news and who accompanied them) (2) any information and support received from healthcare 
57 professionals at this stage, (3) the process and experience of sharing their news with 
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1 
2 
3 family/friends (how they went about it, concerns or any difficulties they had) and (4) how 
4 healthcare professionals could improve this process for them. Prompts were used when 
5 necessary to facilitate participants’ talk. Interviews lasted on average 45 minutes. Participants 
7 were offered a break if they felt they needed one. The family members’ interviews had a 
8 similar structure and content as that of the patients, although the focus was their experience of 
9 their involvement in the process as an accompanying person. 
10 
11 
12 
13 
Analysis 
15 
16 Interviews were fully transcribed, transcripts checked for accuracy and anonymised and then 
17 imported into Nvivo 9, a software programme which facilitates data management and 
18 Framework analysis [28]. Data analysis was conducted by two of the authors (NN/GE). The 
19 focus of this initial stage of analysis was issues related to intervention development. The 
20 
21 process involved reading and re-reading four initial interviews to identify key issues. These 
22 were reviewed, discussed and then a coding framework devised for entering interviews on to 
23 Nvivo. Transcripts of the first five patients and APs were read and summarised on the 
24 
25 framework. This allowed it to be reviewed and adjusted to ensure it captured all the issues 
26 discussed in interviews before entering the remaining interviews. Thereafter, codes were 
27 discussed between the researchers followed by the categorisation and conceptualisation 
28 process reducing the data into meaningful themes following thematic analysis [29]. The point 29 
30 of theoretical saturation was confirmed when no new conceptual insights emerged from the 
31 constant comparison of the new codes to previously coded data. Notes and memos were 
32 written throughout the analysis. Initial findings were discussed with members of the 
33 Monitoring and Advisory Group and feedback incorporated into the analysis. 
35 
36 A supplementary analysis was then undertaken to address the objective of this article: further 
37 understanding of the process of information disclosure. Interviews were re-examined using 
38 the framework of CPM, in the manner described by Sandelowski [30], using it to provide a 
39 comparative context or an organizational framework for data interpretation. CPM has been 
40 
41 successfully used to interpret and translate communication research within the health context 
42 for various health conditions including HIV/AIDS, cancer and in end of life care [31-32]. The 
43 approach taken here uses the theory as a ‘scaffold’ as described in Morse and Mitcham [33], 
44 enabling further exploration of the communication process in sharing bad news. 
46 
47 
48 Results 
49 The communication process was examined from the standpoint that the way a person 
50 experiences their health or illness involves other people within their social context. This 
52 interconnectedness with others or ‘relational being’ impacts the way an individual expresses 
53 themselves and their experience of everyday life. Thus in this paper we explore the notion of 
54 ‘relational being’ in sharing news of cancer with adult significant others. 
55 
56 
The way individuals shared news varied across the sample and differed depending on what 
57 
58 stage of treatment the patient was in at the time of the interview. Patients reported a sense of 
  
6 
32 
40 
48 
 
 
1 
2 
3 ownership of the news whilst the APs talked about how their involvement in sharing the news 
4 depended on the patient’s views and wishes. The findings are presented under three main 
5 themes; 1) “It’s my illness”; 2) “I just follow her lead”; and 3) the sake of relational harmony. 
7 
8 In providing illustrative quotations, participants are identified by their research code (first 
9 letter P (patient), AP (accompanying persons). Original IDs have been recoded to ensure 
10 anonymity. Ellipses (….) indicate omitted text. 
11 
12 
13 
14 1) ‘It’s my illness’ 
15 
16 Patients felt that since they were the ones with the physical illness,    the information about 
17 
18 their diagnosis was their own. They consistently described any information around the illness 
19 as belonging to them and needed to have full control of what happened to it. 
20 
21 It’s me who’s got the illness and they can’t cope with …… it’s my illness, it’s me 
22 that’s ill (P03) 
23 
24 Patients expressed how they felt they had the right to decide with whom to share,    how and 
25 
26 when to do so. They wanted to decide the appropriate time to share the news: a time that was 
27 convenient for them and done in the way they wanted. They described having the prerogative 
28 to deal with the information in the way they saw fit. 
29 
30 I love my mum …… I was dreading telling her, but I told her why and how I wanted it 
31 to be and positive, and that’s just the way I have been with everybody. (P19) 
33 
34 Patients made decisions on what information they wanted to share and what they chose to 
35 withhold. 
36 
37 I told them that I will probably be on chemotherapy but I didn’t tell them what the 
38 prognosis was. [Referring to husband] I would rather he didn’t know. I’ll tell him 
39 when it’s, you know, when it’s time to tell him, I’ll tell him (P01) 
41 
42 While accepting the need to share the news, participants valued being able to control the 
43 news and being the gatekeeper of the privacy boundary. 
44 
45 But then when we got back to my place I sent an email to about eight or ten close 
46 friends and family… And then said but for tonight I’m closing down 
47 communications…I didn’t actually want people to start phoning me that very night…. 
49 (P20) 
50 
51 
52 
53 2) ‘I just follow her lead’. 
54 
55 This theme was identified as a significant challenge for some APs. Many conveyed how they 
56 put their own feelings and emotions aside in following the patient’s lead. Trying as much as 
57 possible to accommodate the patient’s feelings and desires, thus most of their actions were 
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1 
2 
3 based on the patients’ needs. They shared the information according to the patient’s 
4 instructions regardless of whether that was a mutual view. 
5 
6 Exactly how mum wants me to go about it, so whatever story she wants to tell   that's 
7 
8 the story I'll tell not that it's a lie or anything.  (AP19) 
9 
10 APs described being guided by the patient in many aspects associated with the illness 
11 information. They felt their needs were trivial and their responsibility was to do whatever the 
12 patient wanted with regards to their news. 
13 
14 I know I   have to say (to patient) now that I am staying here just tell me the things I 
15 
16 should or shouldn’t do, you’ve got tell me.  (AP20) 
17 
18 3) The sake of relational harmony. 
19 Patients needed to rely on those to whom they disclosed their news. This meant negotiating 
20 relational boundaries within which to deal with the information. Personal privacy becomes 
21 shared mutual privacy with both individuals having a responsibility for protecting the 
22 
23 information and development of boundary rules. This had an impact on how both the patient 
24 as the owner of the news and AP as a co-owner experienced the illness. 
25 
26 Difficulties were expressed in negotiating boundaries involving decisions on who else APs 
27 could share the news with. Those who had not negotiated boundaries during the disclosure of 
28 
29 the information had to later seek permission from patients to avoid boundary   turbulence. 
30 
31 I had just not shared it initially, then I asked her and she said ‘well, perhaps not yet’, 
32 something like that. (AP21) 
33 
34 The experience of patients and APs as co-owners of the shared news developed reciprocal 
35 responsibility which meant negotiating privacy rules to avoid boundary turbulence. In order 
36 
37 to have efficient regulation of the information and avoid unwanted exposure through possible 
38 misunderstandings, patients often had to set the boundaries by telling APs situations when 
39 they could share the information. 
40 
41 [What patient said to family member] ‘Don’t say anything to anyone till I’m ready.’ 
42 ….. But if they asked… if anybody asked them outside how I was, I gave them 
44 permission then that they can just say.  (P14) 
45 
46 Although in this study, there were no clear incidents of boundary turbulence reported, one 
47 participant described a situation where they felt the co-owner had failed to follow the explicit 
48 rules to control the information. The patient’s narrative describes how this violation of the 
49 
50 boundary rules had an undesirable effect and how it made him   feel. 
51 
52 I told him, I said “Whatever you say don’t tell anyone” but of course he did, he 
53 mentioned it to one person… which I was, I was just about to break down.(P12) 
54 
55 
56 
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1 
2 
3 Discussion 
4 
5 Overview of findings 
6 The findings of this study show how CPM principles apply to privacy management in sharing 
8 news of a diagnosis of lung cancer since 1) patients believe they own private information 
9 about their diagnosis, 2) believe they should control the flow of that information, 3) they 
10 decide who can have access to the information, 4) believe that whoever has been given access 
11 
12 to the information will abide by the privacy management rules created, and finally 5) 
13 accompanying persons are aware that turbulence may occur if the privacy management rules 
14 are broken. 
15 
16 Relationship to previous  literature 
17 
18 Our findings add to the growing evidence that CPM can be used in developing translational 
19 research [24, 34-36] as it is a useful theoretical framework in understanding privacy 
20 management within a communication perspective [37]. Besides the physical and 
21 psychological impact of their illness, patients have to contend with issues of privacy 
22 
23 boundaries by negotiating rules to gain control while coming to terms with the news. This is 
24 evidenced by patients’ attempts to contain the news thus regulating the degree of accessibility 
25 to the information [25]. These findings are consistent with those of Benson and colleagues 
26 [38] who found that cancer patients expressed a notion of ownership of information on their 
28 diagnosis or prognosis. Although in a way this ownership can increase the sense of 
29 autonomy [22], it can also be a burden. There is a responsibility attached to the information 
30 and patients feel accountable for how this information is handled both by them and by the 
31 
32 recipient. 
33 
34 Family caregivers of cancer patients provide emotional and informational support amongst 
35 other roles. This can be a stressful time for individuals in this position with more than 50% 
36 reporting significant distress [39]. Accompanying persons were reluctant to share their 
37 
38 emotions or the impact of the news with the patient. This finding is in agreement with Badr 
39 and colleagues who found that caregivers struggle with discussing aspects of the patients’ 
40 illness especially the prognosis and their own emotions [10]. As the theme of privacy rules 
41 and co-ownership has illustrated, the patient and accompanying person are both involved in 42 
43 the effort of maintaining the boundary and thus relational privacy is an important issue in 
44 privacy management. 
45 
46 The safety or security of the shared information is determined by the interdependent 
47 relationship that the owner and co-owner have. The AP had partial responsibility for the 
48 
49 information and had to either withhold it from other people or share it, according to the 
50 patient’s wishes. They indicated that this was emotionally challenging for them as they did 
51 not have control of the news and tried to avoid boundary turbulence. This can occasionally 
52 leave their emotional needs neglected as they respect the ‘collective privacy boundary’ rules 
53 
54 by following the patient’s lead. Although there was an awareness of boundary turbulence, 
55 there was limited evidence of its occurrence in this study. A possible explanation for this may 
56 be the sensitive and emotive context of the topic: that of a terminal diagnosis. According to 
57 CPM, context is one of the five factors that influence privacy management and disclosure 
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1 
2 
3 [21]. Another possible explanation, evidenced by the effort that APs made to avoid 
4 turbulence, is the risk-benefit ratios. Research has shown that when the risk level of 
5 information is high, efforts to maintain the boundary increase [40] and this may apply in the 
7 context of a terminal illness. 
8 
9 As the results show, the patient’s experience of sharing their news is within a relational 
10 paradigm which involves and is interconnected with the AP and significant others. These 
11 results further support previous research that points to the importance of the relational model 
12 
13 within healthcare [25]. The relational model acknowledges the role that significant others 
14 play in the patients’ health and wellbeing. 
15 
16 Study limitations 
17 As a qualitative study with a modest sample size, generalizability to the wider population is 
18 
19 not a goal. However our experience of disseminating study findings has been not only 
20 recognition of the value of identifying the process of sharing bad news by clinician 
21 audiences, but also the usefulness of the theoretical explanations from this paper (a poster 
22 based on this paper was presented at the British Thoracic Oncology Group Conference, 
23 
24 2014). 
25 
26 A limitation, however, is that we do not know whether those taking part in the study were 
27 different from those who did not as we did not have access to non-responders’ details. Due to 
28 the sample size some elements of patients’ and family members’ experiences may not have 
29 
30 been detected in our analyses although we believe theoretical saturation was reached. 
31 Feedback from dissemination audiences also indicated resonance with our study findings. 
32 Nevertheless participants from other cultures may experience sharing bad news differently 
33 due to their sociocultural background and cultural views of ‘the self’. 
35 
36 The concept of turbulence was not identified in the data collected and this could be attributed 
37 to the analysis approach taken. However the strength of this scaffolding approach is the 
38 ability to move empirical data from being simply descriptive to an explanation of 
39 phenomenon and also avoids force fitting theoretical formulations to data. 
40 
41 
Research and clinical  implications 
43 Despite these limitations, this study shows how theoretical perspectives can be used to 
44 interpret empirical research findings. It also adds to the literature that supports CPM as a 
45 theory in communicating private information. Our findings suggest that the impact of sharing 
46 
47 news of lung cancer is a major challenge for patients. Health care professionals need to be 
48 aware that sharing this bad news is difficult for patients and they may benefit from additional 
49 support. Although patients had not requested support in sharing news about their diagnosis or 
50 prognosis, none expressed reluctance in their interviews about receiving information or being 
51 
52 signposted to sources of support. Several described how this would have been a valuable 
53 form of support for them as it is a difficult aspect of their illness experience. The challenge 
54 for clinical practice, therefore, is to develop an intervention that healthcare professionals can 
55 
56 proactively use to support patients and their families in this difficult   process. 
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